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Background on the
CIDSEI Project
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]
Relationship of the CIDSEI Project to The Act Early

Response to COVID-19 Project

The Act Early
Response to
COVID-19 Project

CIDSEI Project
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Components of Early Identification

Parent-Engaged General Referral for Services Receipt of Early
Developmental Developmental and Intervention
Monitoring Autism Screening
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* Respondents were 43 Response Team
leads and 349 partners from different
early childhood programs (i.e., home

N eedS visiting, Title V, Part C)
* Nearly all respondents (92.9%) reported
Assessment involvement in a least one of the four

components of early identification

Findings

* Many of the respondents indicated they
did not have data to measure the impact
of their work on early identification
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Challenges for Data Collection

Need for a centeralized data system

Lack of communication between programs

Lack of data sharing between and across programs
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* To prevent loss to follow-up
* To avoid duplication of services
* To relieve the burden on families for

Why is Data follow-up

* Program planning and evaluation
Needed o
* To obtain child level data
* Improve timeliness of service delivery
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CIDSEI Projec
Coordination
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* Funded during year 2 of the Act Early
Response to COVID-19 project

e Cooperative agreement between the CDC

and AUCD
* AUCD subcontracted with the Help Me
The_ Cl DSE' Grow National Center (HMG National)
PrOJeCt * HMG National brought in an

implementation expert and HMG North
Texas as a local affiliate

e AUCD and HMG National formed a national
advisory committee

* HMG National utilized affiliate workgroups
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CIDSEI National Advisory Committee

Organization
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—
HMG Affiliate Work Group Members

Name HMG Affiliate

Mong Thi Nguyen & Christine Smith Sacramento, California

Kathy Houston North Texas

Tomas Caceres, Maddison DeGoff, Jodi West, Kali Ottesen, & Barbara Leavitt | Utah

Leslie Davis & Janet Kilburn Vermont

Taz Barnes, Faith Mitchell, & Omotunde Sowole-West Washington D.C.
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Primary Deliverables

Environmental
Scan

Toolkit
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Timeline of the Project

Phase 1:
November Phase 3:
to January May to July

Phase 2: Phase 4:
February to August to
April October
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Phases of the Project

e Conduct Landscape
Scan

e Held first advisory
committee meeting

e Conduct key
informant
interviews

e Analyze results

e Held second
advisory committee
meeting

e Using the
environmental scan
begin flushing out
content of The
Roadmap

e Held HMG affiliate
work group
meetings

e Held third advisory
committee meeting
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e Revise and finalize
The Roadmap

e Held final advisory
committee meeting
e Held HMG affiliate

work group
meetings

e Disseminate the
Roadmap
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Phase 1

Landscape Scan
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Landscape

Scan

Methods
e Passive form of data collection to better
understand context of early identification in U.S.
states and territories

* Included review of literature, websites, briefs,
and reports

* Key words included early childhood, data, data
system, developmental monitoring, screening,
referral, and early intervention, early childhood
integrated data systems (ECIDS)

Results

* Evidence of data collection efforts and data
systems for screening, referral, and receipt of
early intervention

* No evidence of activity or data collection for
developmental monitoring
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* Need to define developmental
monitoring and differentiate it from

screening
AdViSO ry * |ldentify what developmental monitoring
IS
Committee * Find examples of developmental
monitoring
Feed ba C k * Where it is being documented

* How itis recorded
 How itis reported
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Phase 2

Key Informant Interviews
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13 Interviews

* 19 individuals
* 16 different types of early childhood programs

e Semi structured interview protocol to
answer the following questions:

Key

m * How is data on developmental monitoring
| nfO Mma nt collected?

[ ] ° . o ° ?
| nte rviews How is data on developmental monitoring used:

* How is data on developmental monitoring
integrated with data on the other components
of developmental promotion and early ?

 Why is data collected and integration for early
identification a priority?
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Examples of Sub-Questions

How is data on developmental monitoring
collected?

How is data on developmental monitoring
used?

How is data on developmental monitoring
integrated with data on the other
components of developmental promotion
and early ?

Why is data collected and integration for
early identification a priority?

What data do you collect?
Is the data aggregated?
What are barriers and challenges?

How is the data connected to other data on early identification
Who sees the data

What did it look like to integrate this data?
What does it take to sustain integrated data?
What are the barriers to data integration?

What do you hope to learn?
What story do you want to tell with this data?
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Data Points for Developmental Monitoring
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Results: Themes
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I
Data Use — Data Sharing and Integration
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Systems Integration & Family Engagement
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Logistics

Person on the Ground

* Designated people are needed to manage a
programs workflow and data collection
particularly when multiple programs are
contributing to data collection

One respondent noted the extensive amount
of time needed on a weekly basis for
communicating with partners to ensure they
are up to date
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Data Privacy

Policies for protecting personally identifiable
information vary across programs or
states/territories

Policies can facilitate or impede data sharing

There are range of approaches for data
privacy

Barriers for data shar
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* Program requirements vary by contexts

* Program requirements can facilitate data
collection for early identification

State’ * Examples
Te . r|to ry or * HealthySteps has stringent data collection
Y/

requirements for screening to report to Zero to Three
to maintain funding
LOca | CO Nntext  DULCE family specialists review cases weekly with an
interdisciplinary team of professionals and engage in
monthly continuous quality improvement which
allows them to look longitudinally at screening data

e Parents as Teachers, an evidence-based home visiting
program, use milestone checklists with families to
monitor children’s development
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* No standard metric
* Not operationalized
* Not systematically defined across

programs
* Types of data indicators
Deve|0pmeﬂta| * Milestone checklists
: : * Encounters
Monitoring . Case notes

e Asking about parental concerns

* Uncertainty about what type of data to
collect

* Uncertainty if data is collected
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Ever Changing System

* The history of a state or territory
shapes policy, service delivery, and “Everything is going

data collection to change... it will
always be changing”

* Types of historical events
* Prior data breaches
* Development of new data systems
* New laws
* The pandemic
e Evolution of data systems
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e Data is collected as part of an interaction
between a program or systems provider and

: the family
H OW IS d ata on * A range of strategies from less formal to
deve|opmenta| more formal efforts
. . * However,....
MON ItO 1N g * Instead of developmental monitoring many
—l) interviewees described screening
COl | eCted . * Many respondents noted monitoring occurs after

screening and referral to follow up with families
as an action rather than a component itself
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* Continuous quality improvement
* Internal and external reporting

How is data on * Advocacy
developmental * To support policy changes
: : * However,....
monitor! Ng * Most responses were about the other
d 3 components of early identification
USEQ * Do not collect disaggregated data and

concerns expressed about equity
e Data is not always used
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How is data on developmental monitoring integrated?

* Not integrated
* Programs with control
over a data system would
be more likely to be able
to integrate
* Barriers include:
* Programs not “talking to
one another”
* Cost of data systems

° InconSiStent funding He]_ M G uso rtment of Health "’AUCD
pMe Grow e s o d
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I
Why is data collection and integration for early

identification a priority?

e Support young children and
families

e Upstream approach to
identify concerns

e Better outcomes for
children over time
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* The goal of the project may not be
about data collection, or a data
system, but changing what is

Adviso ry happening in the system

Committee * Need a Theory of Change
* Need to define what developmental

monitoring is

Recommendations

* Need to be explicit about what
activities are involved in
developmental monitoring
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Phases 3 & 4

A Roadmap to Advance Family Engaged Developmental Monitoring
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Contextual Factors; COVID-19 pandemic, disprogorticnality, Socio-economic Status, G=ographic Region

IMPUTS

I1. AUCD, CDC, HMG
MNational, HWMG Marth T
Team

IZ2. Refined conceptuzl
framework for
developrmeantal pramoticn
and early identdfication
with operstionalized
definitions

12. HMIG Affiliate
Workgroup Teams

Developed MG/2022

2. Waorkgroup
participants who support
dewvelopment and testing
of the road map in their
‘own stabte or locality

03. 2 state or local HMG
affiliates that are re-
defining earhy
identification to imnclude
family-engsged
dewslopmenital

el  MICOIROTINE

0. 10 state or local HMIG
that are implemsanting
data collection on family-
engzged developmental

. monitoring to wuse in their

INTERMEDIATE

M1, Programs camn match
those counts of family
engaged developmeantal
monitering to the child’'s
soreeming data

maonitoring ta referrals
made for the child or
Tamiby

1032, Programs=s can match
those counts to receipt of
services for which the
child or family were
referred

a

LTO1. Programs can track
the types of children and
Ffamilies who receive
waried services and
establish that famiby-
g=zged developmental
myrnitoring increased the
number of children whao
received developmentalby
promoting services

Keps

i

| al

1 LTOZ. Programs can use

| this data to adjust

| EOWErmance systems to

| address ineguitable

| service delivery practices

e e e e e e e e e — e —— —
i

Theory of Change for Data Collection to Measure Impact of Developmental Promotion and Early Identification Processes

IMIPACT

A equitable system axists
o identify nesded
services for children and
families that impraves
immediste and long-term
developmental outcomes
for young children

-— ;:Iutl‘E-dJ'ME: These are project intermediote and long-termn owutoomes,
but it will not be possibie to megsure within the project scope



The Development Process for the Roadmap

HMG
implementation
Shift from First draft of the experts and
parent to family Roadmap which AUCD met to
and broadened included a revise the
Develop Theory early measurement measurement
of Change identification framework approach

Outline of Feedback from More feedback Ah Ha! Moment
content, the advisory from the occurs leading
development of committee and advisory away from
concepts and HMG committee, measurement
definitions, and workgroups HMG affiliate to a self-
a decisionon a workgroups, assessment

title AUCD, and CDC
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* Introduce, define, and describe family-
engaged developmental monitoring

(FEDM)
The Pu rpose * Expand on early identification to
include family-well being as critical to
of the the process

* Ensure and asset-based approach for
monitoring children’s development

* Provide self-assessments for
programs/providers and systems to
gauge if they are doing FEDM

Roadmap
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e
What is FEDM?

e FEDM occurs only
during the their child’s development
interaction between |
a family and a
provider

* The interaction has
three attributes

Families are the expert on

Holistic picture of child’s
development

Development is discussed
longitudinally
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A Framework for Children’s Healthy Development and
Family Well-Being

N\

Developmental Promotion

\
Family-Engaged Developmental Monitoring

General Developmental and Autism Screening
Referral for Services

/
Receipt of Services

Help Me Grow

National Center

Centers for Disease
Control and Prevention

U.S. Department of Health 4\/?
and Human Services "‘




Distinguishing between Developmental Promotion and
FEDM

 The Roadmap supports a
clearer delineation between

developmental promotion
and FEDM Developmental

Promotion

 Developmental promotion
promotes child
development and shared
knowledge between
provider and family
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e
Family and Provider Strategies

FEDM Attributes Family Strategies Provider Strategies

Families are regarded as the
expert on their child’s
development

Information is compiled to
produce a holistic picture of

the child’s context

Development is discussed
longitudinally

Families share observations and opinions about
child’s skills/behavior

Families voice what healthy development means to
them or what they feel their child needs right now

Families learn about factors that support or hinder
development

Families gather perspective from multiple adults or
programs who interact with their children

Families note and reflect on their child’s
development over time (tools can help!)

Families share how long any risk factors or concerns
have been present

Families revisit questions or progress with the same
provider

Providers solicit concerns routinely

Providers ask family opinion of their child’s growth
Providers identify parent priorities — for growth and
support needs

Providers gather information about family strengths,
risk factors, etc.

Providers ask about other program/provider insights
(from families or directly from other providers)

Providers ask families how the child’s development
or their own concerns have changed over time
Providers re-engage with the family to revisit
guestions, concerns, or developmental progress
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Examples of [tems from the Self-Assessment for Early
Childhood Programs & Providers

Each of the FEDM attributes below have critical questions to consider. Review each question and mark (v') for those that are currently being achieved within your early

childhood program.

Families are regarded as the expert on their child’s development
Do you directly and routinely solicit parent priorities, concerns, and questions?
Does a family’s priority for concerns or support shape your considerations for future support?

Information is compiled to produce a holistic picture of the child’s context

Family-level risk factors, such as a child’s underlying health conditions, family-level trauma, parental mental health or
substance use?
Positive parenting practices, such as reading together, serve-and-return interactions, creating rich opportunities for play?
Do you solicit information on progress or concerns at every interaction/visit?
Do you ask families how they have seen their child progress over time?
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]
Examples of [tems from the Self-Assessment for Early

Childhood Systems

A Family-Engaged Developmental Monitoring Self-Assessment
for Early Childhood Systems

Each of the FEDM attributes below have critical questions to consider. Review each question and mark (v) for those that are currently being achieved within your early

childhood system.
Families are regarded as the expert on their child’s development
Are families’ priorities, concerns, questions and feedback used to inform systems design and improvement?

Are families represented on your leadership or decision-making teams?

Information is compiled to produce a holistic picture of the child’s context
Is your system able to collect, monitor, and analyze data related to the various social drivers of health listed below?

O Basic needs, such as food insecurity, access to medical care, unemployment and housing

Are your partnerships reflective of the priorities and needs of families in your community or state?

Development is discussed longitudinally
Is your system able to document, monitor, and analyze family responses longitudinally to questions such as:

] Family level goals and priorities?
Is data collected over time and used to inform the community about gaps, barriers, challenges, and opportunities to strengthen the early

childhood system and advocate for community change?
Learn the Signs. |  U.S. Department of Health — Aave=
%e HelpMeGrow' || inmsnes @ AU CD

National Center - Centers for Disease ASSOCIATION OF UNIVERSITY CENTERS ON DISABILITIES

Control and Prevention THE LEADERSHIP, EDUCATION, ADVOCACY & RESEARCH NETWORK




Next Steps and
Future Directions
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Next Steps

4
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A Vision for the Future
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What is Needed for the Future
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What Can You Do

A :--x : : 1.Consider the ways your system or
% ‘ 1.Review the roadmap, its concepts == [| Programsare practicing Family-
vaus® and definitions  — Engaged Developmental Monitoring
by using the self-assessment tools!
I

[ ]
5T? 1.Share with partners and your
I leadership teams
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Learn the Signs.
Act arly.
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